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ABSTRJUZT 

This paper presents two versions of a "story" about a 
man with severe mental retardation, one from an interdisciplinary 
team meeting reviewing progress and service needs, and the other 
prepared ty a group of people who "knon and ceure about the man and his 
family and who sought a better response to his situation. The stories 
differ in the way they were constructed, in their purpose, m their 
consequences, and in the assumptions they shape about human ) 
develo^sent and human service organization. The first version assumes 
that professional people who share very little of the man's daily 
life can speak the most Important words about him, that the man 
remains the same person in every situation, that the man will be 
helped if his deficiencies are exhaustively cataloged, that human 
services exist to chejige the man, and that reliable and effective 
service results from hierarchical structures controlled by rational 
argument among experts who find preexisting answers tsy standard 
examination. The second version was used as the basis for discussion 
in a i^rsonal futures planning meeting m which seve&al people took 
personal responsibility for action steps. It assumes that the amn 
himself and those who share and shape his daily life should be the 
primary speakers; that his life can only be understood m context; 
that capacities, interests, and preferences mke the foundation of 
effective help; that human services exist to assist the man by 
supporting him, his family, and his friends to develop and pursue 
community opportunities; and that reliable and effective service 
results from collaboration across organizational boundaries 
influenced by shared visions and shaped isy n.'gotiation of multiple 
differences. The paper concludes that individuals in the 
developmental disabilities field must learn to listen to, to tell, 
and to act on stories whose theme is action to discover capacity. (14 
references) (JDD) 



C M.^cf chmf^i Niv« bee^ "Vk» fe ^0*0^ 
Of P» po*'t*OP» or ooMcv 



00 



TELUNG NEW STORIES: THE SEARCH FOR 
CAPACmr AMONG PEOPLE WITH SEVERE HANDICAPS 



by 

John O'Brton and Beth Mount 
Responsive Systems Associates 
58 Willowick Drhfe 
Uthonla^GA 30038 
(404) 487-8785 



1989 



Prepared for 
The Center on Human Policy 
Syracuse University 



Preparation of tNs ^^p^ was supported through a 8ulx)ontract from Vm Center on 
Hionan PoScy, Syraciffie Urdvmity for the Research mni Trebling Center on Corrminity 
Uvir^. The R^earch ff)d Tr^iing Center on Community living is supported 
Cooperative Agreenwnt Number H133B80048 between rtatksn^ it^titute on Disability 
and Rehat^itm^ research (NIDRR), DMsHon of ^>ec^ Ec&ioftion end Rehat^litative 
Services, U.S. Department of Education, and the University of Minr^sota, Institute on 
Conrmmity tntegnattion. Members of the Cerrter are rnxn^aged to express their 
opNons; these do not necessarfly represent the officii positton NiDRR. 



BESTCSPWeiE 



i 



Telllr^ New Stories 
The Search for Capacity Among People with Severe Handicaps 



John O'Brien & Beth Mount 



Some stmies enhance 
l^: others degnuie U, 
So we must be cwsjul 
about the stories we 
teU. about the ways we 
dejine MiTsehes and 
other people. 



Consider these two stories: 

I 

Mr. Davtshasftmentalageof Syeais. 2 
months. IQ • 18. Severe t&palrmem of adaptive b^v- 
tor. severe xange of mental reurdaUon. Becomes agitated 
and out of control Takes {medldnesi for psychosis. 

Severely United nobal ability: inabUlty to com- 
prehcnd abstract concepts. Learns through imitation. 
Has learned to unbck the Coke machine and mtodc It. 
and to crank a pother mower aiKl operate It 

His iamily Is uncooperative. They br^ apix>int- 
-Burton Blatt ments and do not follow through on behavior manage- 

ment plan.*^. 

II 

Ed Uvea with his mother a») ^ster in {housing 
project). Ten of his relatives live near by and they visit 
bad( and forth frequentJy. His fsther aperais littte time 
with him. but two of his sisters have been vtry helpful 
when there are crises. His lamlly agree that he will live 
with OM «- aiK>tto' of tton for (he rest of his life. 

Ed at hooM in his iMl^b(»}K)od. He visits ex- 
temied fomlly manbers and nel^ors daily. He goes to 
focaJ stores with his Asters and he^ with shopping. He 
goes to chimrh. 

Ed dresses neatly. Is usually friendly, and 
shakes hands with people v^ien he me^ tton. He Is a 
veiy big man. with Umtted ability to speak. Wimi he ^ts 
frustrated and upaet he cutaes and talks* to himself in 
a kmd voice. These characteristics oiten frighten other 
pe^k w)u> do not know him welL He has bem cswJuded 



A ■mncD^t dUCerent vei^n of this paper Is pub^shed in Luani» Meyer. Charies Peck, ft Lou 
Brown, eds. (19B9). Qrlt^ Isnies in the Uves of people with severe dIaabUitles. Bahtmore. Paul 
Brookes. 
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firom the work activity coUer bec«i»e be act* 'out of con- 
trol" tfaere. He iiM tntdGcn Mme fttmttiire and pus^^od 
teiea In the walls there and aoon anitt (tf tlw staff peo]de 
very much. 

Ed likes peopfe and a^c/ys vtatUng In the i%igh- 
bojfaood He lows music, daroing. and sweepi ng. He likes 
haling vending machines sikI opentiDg nxechi^nlcal equip- 
ment He Ukes to go flopping. He Hkes to oook fi>r hlsnseif 
and fiar otlMT peo^ and can fix sevenl nnab on ti» stove 
at home. He likes to hang dotlWQ and bring them In ^ the 
line. He bkea to i^ack cord wood and help peo{^ mow 
furniture. He prefers tasks that require strength and a lot 
of large musck movement 

Both of these stories «rat told to help the same 
man. B?it they differ In the way tl^y were constructed, 
in their purpose, in their consequence and in the 
assuniptions they shape about human development 
and h^iman service organization Ihe group that con- 
stntcted the first story speaks a different language 
from the group that enacted the second stoiy. 

Comrasts 



StQfVl 



Story II 



Why? 



• Plan on p^r in routine 
compliance to r9gulatk>ns. 



• Plan in adion in r^^nse to 
real changes m the person^ 
«fe. 



By whom? 



• Written by professional team; 
person & famity members 
uninvolved. 



* Devel<^)ed through prebfem 
soMng t>y volurfiary group thai 
krH>m & cares ^ut ttw person 
wfth person, temNy mermMrs. 
family frien(te. ft serviM 
workers (Erectly invoh«d. 



What content? 



What roles .or 
eervtte & person 



What risks for 
person? 



• Oef^s service o^cth^s 
t)ased on evaiu^ion of person's 
detcienc^. 

• Service Of^ons ft organlzalfon 
seen as constant: service 
m^s^ to to ^>ange person to 
fit ser^ env^mmm. 

• Risk of exdt^on from 
ranvnunlty ft InstitutionaUzation. 
Missed oiiwftuntties tor skiH 
devstopment due to ^levant 
progranuning. 



• Creates ne^ht>orho(»i 
of^orturattes based on person s 
capacities ft intorsstt. 

• Service wortors chaf^ ^ir 
schedute. locatioa ft t^us of 
work to paniaiiy assW perron to 
make use of o^onimit^s. 

• R^t of ne^Mt of suf^rt to 
person ft famity. Missed 
opportunities tor skiN 
devt^mem ^ to teck of 
wmact with pr^Msionate. 



DSJiiwtt Rites far An InterdlsclpUnazy team told the first stoxy In 

mTtqoSrtd annual review ^}/U.DaviB^ 
Integrated data from psjnchologlcal. social work, nurs- 
ing, speech therapy, and occupational therapy assess- 
ments with data about Mr. Davis' performance in the 
day pn^ram. They detenaixied obfectives for the next 
year, recomraended additional therapy services, and 
made a placement reconmendation. The team was 
uncertain about the extent to ivhich Mr. Davis* behav- 
ior problems are an cxpfession ctf psychotic illness and 
agreed to seek a psychiatric evahaation to settle the 
question. Mr. Davis was not at the meeting because he 
had acted out violently that da}' az»l staff had sent him 
hon^ to his mother in compli^i; see with the team's 
behavior management jAsol Thou^ the social worker 
sent an invitation, no one from his fomiiy attended. 
The meeting took twenty minute. 

A group of people who know and care about Mr. 
Davis and his family icAd the second story as part of a 
collective search for a better response to his situation. 
The day program director, a friend of Beth Moimt 
asked her to meet Mr. Davis and his family because he 
was concerned for Mr. Itevis. Beth helped Mr. Davis's 
mother and sisto- and two direct service workers or- 
ganize a personal futures {^arming group (see the box 
on the next page for a brief desciiptic»i of the personal 
futures plarming process). Concerned staff people from 
the day program Joined Mr. Davis, members of his ex- 
tended &inily. neighbors, and church members at the 
family's church on a Sunday afternoon. They told 
stories about Mr. Davis and his famify. expressed their 
corK:ems for his situation and their ideas about his 
future, shared information about opportunities in the 
neighborhood, and came up with suggested next steps. 
Several peo^e. ind^ sding program staff, took personal 
responsbility for action steps and a^^ed to meet 
agsUn to review progress, without the facilitator. The 
facilitator recorded the meeting on large posters, usiiog 
color coded graphic symbols and quotations from par- 
ticipants. Mr Davis sat with one of his sisters during 
the meeting. He asked for. axvi carried home, the 
poster that described the group's ideas about his fu- 
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ture. The meeting took two hours. 



Pencmal fiitims j^um^ to wn mooing fm^dem waving jmoeM that 
b^Mis wimn a ^up ^peo^ •gree tp mart 

penon. The proccsa kotpB the penon at the center. Gnnip inmbera guide the 
Mttai by a vtalon the fi>eiia pemm*^ ^ftst o^Mcfite an^ 
by the £wua pesacm aad thMe 1^ kiww 

UnderMaiidta^ the pe»cm*a rapartttrti leads to a aearch fiwi^^portunlUea 
ami laacHsires in t&tr oommuitf ty. OmalL the a 

peztmi'a connecttoia to the ef r^rtfctfttht^anda aa oda ttona tfiat create 
cosununrty* In thto efi&^t human eeivloea aa^ pcc^ aa they need aa^ 
tanoe to be |»it ctf ordtoaiy n^ldbwl»)CKto, wofk|^oea« echoed and oommu* 
nity activity human asvteea do not {^yvfcte oppmtunltleo aa a mbstitute fi^ 
community. 

A personal Aiturea phnnlng group's efforts are or^Emlsed by peraonal 
cnnmitments to take actton with fisr tte peram. Itony groups find It l^pful 
to eei down a personal futures pkn ^i^ildi recmds tl^ Mcount of tht 
arson's currait reality ami vision aa weU as tl»tr dsotoe c^Mxat^les. Uke 
any creative action process, personal futures planning groups can benefit from 
the iadlitatton of somewtt with skilb in helping peq>le express a vision and 
make plans to move toward IL But an effective group avo^ the trap of making 
a fiaciliiator into the gproup's manager. 

The group meets irom time to time to 

• clarify understaiKiing of pmcm's viston 

• share information m oppmtunlties and obstacles 

• develop strategies for moving toward the vision with tlw person 

• analyze and solve problems^ 

• offer mutual support aral cel^rate fx^tive changes 



Fw more information about peisonal futures pknning. lee >^nt and ^mmik 
(1988). Mount (1987). and OBrien (1987). 



immni Puiposes Profeasltmals told the first stoxy in compliance 

with state regulations in order to control the routine 
work of direct service staft Tlidr stoxy Justifies Mr 
Davis' eligibility for the program and the program's 
responses to his proUem behaviors. It takes existing 
service arrangements as a given. 
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People who know Mr r^vis and his family told 
the second stozy voluntartty in ar^er to discover ac- 
tions that wlU reveal capacities in him, in the people 
who care about him. axui in his neighborhood. Thidr 
stoxy Justlto 9caon to aspand his c^>portunities and 
learn better ways to 8u|^^ him. It calls for changes 
in existing service anangements from the time and 
place erf planning meetings to the mission and actlvi- 
^ ti^ ofiht dg^ program. 

jmm Consequences TlM people wtK) told the first story selected objec- 
tives for Mr. Davis «ribich would increase his time on 
task at the assembly contmct the center works on. 
increase his accuracy in performing a letter folding 
simulation to improve his small motor coordination, 
and ready him to prepare meals by identifying menu 
items from pictures of the four food groups. Noting an 
increase in his problem behavica*. they recommended 
his admission to a psychiatric lu^si^tal for evaluation 
and mental health treatment Noting his unmet need 
for speech thera;^ and his mother's difficulty in fol- 
lowing through on required programs, they recom- 
mended post psychiatric hospital placement in the 
regional menUd retardation institution for intensi\*e 
training. While the plan arising from their meeting u'as 
being typed. Mr. Davis was excluded from the program 
in response to staff omcem for their safety and the 
safety of other clients. 

The peo|de who told the second story responded 
to their accoimt of Mr, Davis' preferences and neigh- 
borhood resources to deal with the idleness resulting 
from his exclusion from the day program and the 
threat of institutionalization. They decided that he 
preferred hard physical work and work with machines 
to sedentary tasks requiring fine movements. Within 
three days, one of his sisters and a direct service stall 
person had developed an opportunity for him to load 
soft drink vendiiog machines at three convenience 
stores in his nei^hbortiood. Within two weeks another 
sister and a ntighbor had begun to create a schedule 
of lawn mowing, fire wood stacking, and yard work 
that he and one of his cousin's could share, with occa- 
sional assistance from a center stafi* person. They 



recognized his ability to help out at home and encour- 
aged his mother to tacrease her ctp e c ta t ton s of regular 
and rdiaUe po-fonnance. They admov^dged that he 
was a welcOTie visitor in msaay z^ighboiiiDOd homes 
and shared atat they had temd about how to 
understand his romnnmteatto and deal with his occa- 
sional episodes of talking to himsdfand blowing off 
steam. Ihey agireed that there was no reason for Mr. 
Davis to go to the psydsiatilc hospital or the mental 
retardation institution. 

Ihe tellers of the second stoiy did not aim for 
perfection, nor have they actiMA it Three years after 
this process began. Mr. Davis stlU loads marhtnes and 
does outside work dally, but &m activities do not add 
up to a full time job and he receives very little cash for 
his efforts. He remains active and helpful around his 
house and among his neighbors. He has had no help to 
Improve his ability to communicate, thou^ there have 
been several improductlve referrals. He continues to 
talk to himself but has not had a frightening episode in 
more than a year. A number of the people ^frbo gath- 
ered at the first meeting still meet regulariy to share 
what they are doing and learning about Mr. Davis and 
what they might do together next 



Think for a moment about or^nizations as sys- 
tems for Interpreting their own actions and their en- 
vironments (l^ & Wdck. 1986): as a set of processes for 
telling stories about... 

...iK^t has happened in and aroimd the organization 

...what events mean to organization members 

...what to do next 

Assmptlons about effective organization and himian 
development shape, and in turn are shaped tyy. the 
ways hiunan service organizations make sense of their 

world. 

The first stoiy assumes that professional people 
who share veiy little of Mr. Davis' dally life can speak 
the most important words about him These words 
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have power because they are ot^^rtive data the (often 
quantitative) results of sdentiflc procedures. Things 
will be better for Mr Davis if he. his £ami]y. and direct 
scrvloe workos. xxn-cxpots an, listen to and obey 
pnofesslimal jdans. Hie seocmd story a ssumes that Mr 
Davis hiinsdf. axuS those vA» share and shape his 
daily Mfe« should be the prtaary speakers. Knowledge 
and the power to effectivdy tJioA action arise pxlmarily 
from personal commitment oreful listening, and 
shared action. When available tennnology is insufH- 
doit to cure, the role of cspots is vo listen and coop- 
erate. 

The first stozy assumes that Mr. Davis rer lains 
the same person no matter ^ere and how you meet 
him. What needs to be known about him is disclosed 
by viewing him in isolation from his social context 
Sanson. 1981). His moisured intelligence fixes his po- 
tential for devdopment tmequivocal^ and dictates his 
future (Gould. I9S1). The second story assumes that Mr. 
Davis* life can only be understood in context. He is 
both unable to meet the prerequisites for cooking and 
able to fix meals. He is both dangerous and friendly. 
He is both that big cmzy boy' and a welcome guest in 
some people's homes. He is both unable to speak and 
a dancer. His potential for devdopmoit is the product 
of his efforts and the efforts of his allies and assistants 
(&tmfenbrenner. 1977). He can otify be revealed ^en 
people Join with him to create his future. In this sense 
his potential is unknown and tmknowable apart from 
action what he and the others he relies on decide to do 
together. 

Ttie first stoiy assumes that Mr. Davis will be 
helped if the tellers ediaustively catalog his d^den- 
des. Their conversation is dominated by what he can't 
do. what he won't do. and why he doesn't The second 
stoiy assumes that oq^dty. interest and preference 
make the foundation of efiiecttve help. What he Ukes. 
what be wants to do, and his vocation among us cen- 
ters storytelling and action. 

The first stoty assumes that himian services 
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exist to diange Mr. Davis. AccusBte dasstficaUon leads 
to ai^nopriateplmniait and good dia^ooais leads to 
proper lavicriptlim. If Ibfr. Davis o(«^»]te8 with the pr«- 
scribed pr^ram, be wiU progress as &r as he is aUe 
muden, 198^ Soirees dsffisgebgr teaming to do vtat 
they are doing b^er. the aeonsd stoiy assumes that 
human services exist to assist Mr. X3avi8 by supporting 
him, his Damlly. and friends to develop and pursue 
community oi^NUtunitles {0*Brten & Lyie. Services 
develop by learning to do new things in new wiqts 

ifir&Tia & Scfaon. 1976). 



Die first story assimies that rdiable and effective 
service results from hierarchical structures controlled 
by rational argument amcs^ experts who find pre- 
existing answers by standard fxamtnatiwi (Wdck & 
Browi^ 1986). Impersonal statements, standardized 
scores, quantified objectives, liiwar and appeals 
to authority sh^ the organizatton. Ihe second story 
assumes that reliable and effective service results from 
collaboration across organizational boundaries Influ- 
enced by shared visions and sh^}ed negotiation of 
muluple difference. Answers dont preexist they are 
constructed by the way people organize to find them 
(Matumna & Varela. 1980} and communicated in the nar- 
ratives people share (Widclc. 1987). Personal testimony, 
graphic ixna^. shared food, music, laughter and 
tears, and creative action shape the organization . 



timm Dinetifinfi Raymond Kilroy. a wise and vigorous advocate 

Hew^^' himself and other people with disabiUttes. ^ve 

testimony to the US Sermte about his vision for himself 
and all people with disabilities (KUroy. 1987). His vision 
compels attention to new directions for all of us. 



We are im»vlng away from em^iaslztng my needs 
toward building upon my capwities. We are nunrmg away 
bom imw^ing aefvices to in tome bdhty toward buUd- 
ing todges With me to communttlea and ml^dborhood 
aaaodattons. We are moving away from programing roc and 
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0010* pe^le with dtaiblittles tBWvd eapowertng us to^ 
frattes to acqiHie the mppnt we «aat. Hfe we i&«Kis)g 

fin feaiatQg en ny dc&lte to IbciiMng on lay compe- 
tenoe. We are movbigswiy finom ^ledaltzsd dtaabUity or- 
tfttHatiofs eo that we m 4e«^ and MMin idatton- 
■htpe witb pe^le 1^ wtil ftepead t^Ki pe^ie like me and 
tqMm iitaii people fite me am dqiend. 

To move toward tills iuture we must all learn to 
listen to, to ten. wad to act on new storlra. stories 
whose theme is action to discover capacity. 
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